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Childhood Cancer: A Medical, Psychosocial and Educational Approach
Karen Moffitt, Ph.D.

Public Law 94-142 defines "other health impaired" as those with limited
strength, vitality or alertness, due to chronic or acute health problems such
as leukemia, hemophilia, or sickle cell anemia which adversely affects a
child's educational performance. Schocl districts have a wide range of
existing services to meet the needs of health impaired students but Coe needs
of the cancer child are basically unmet.

About 6,000 youngsters are newly diagnosed with cancer in the United States
annually. Recent advances in children's oncology have been so pronounced that
even conservative medical authorities call them "spectacular". The most common
childhood cancer is acute lymphocytic leukemia (ALL), a disease of the
blood-forming tissues. It is most prevalent in early childhood with a peak
incidence at 3 to 4 years. Twenty years ago, almost every child with ALL died
within a few months; today, about half the children stricken are able to hold a
remission for 5 years, and of those who reach the 5-year mark, about 85% are
expected to live a normal lifespan. The next most common forms of cancer in
children, in order, are tumors of the central nervous system, including brain
tumors; tumors of the lymph tissues, such as Hodgkin's disease and
non-Hodgkin's lymphoma; neuroblastoma, a malignancy of the sympathetic nervous
system (most tumors of this kind develop in the abdomen); Wilms's tumor, of the
kidney; rhabdomyosarcoma, a muscle malignancy; and osteogenic sarcoma, a bone
cancer. The chances of long term survival with these cancers depend on each
child and the speediness of diagnosis, but in general, the rates range from
about 85% survival for Hodgkin's disease and Wilms's tumor to 60% for bone
cancer and 20% for brain tumors. More boys get cancer than girls; more white
children than black, youngsters with certain chromosomal disorders - like
mongolism or dwarfism have an increased chance of getting cancer.

Modern medical advances and quality medical care now make it possible for
children to live with cancer and to prepare for their future. Accordingly, the
home, the hospital, and the school must work as a team in the total care of the
child. Each has a unique contribution to make in order to maximize the child's
potential to continue normal growth and development as he goes through the
treatment process. Any weak link can jeopardize the efforts of the other
members.

A child's development continues while he has cancer and may, in fact, be
accelerated by the stress of the disease. This possible acceleration makes the
child's environment during illness especially important. The environment must
allow normal development during abnormal circumstances. In a young child, time
is precious because developing children have short periods to master specific
ski'ls, loss of these opportunities may slow development.

As more amd more children are living with cancer, attention must be turned to
the question of minimizing its effects on their development. The care of the
child with cancer should be directed at producing a truly cured child; that is,
one who is mentally healthy and who can function at an age-appropriate level in
society. For this to be possible, treatment centers and schools must pay

attention to the whole child; if we do not...we may find an artificially cured
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child who has not developed mentally, and who has not learned the experiences a
normal child needs to learn to be competitive with his p,!ers.

Children are resilient. By giving them opportunities to succeed in school,
parents, health care professionals and teachers together help them better cope
with what they are going through medically. By succeeding socially and
academically, the children have an area 'sir life in which they can have
some control; they are like the rest of t ds; they have a future and thus
they can better tolerate the medical treat ats and side effects.

The effects of treatment may be put in perspective by a closer look at the
therapy process of ALL. In treating this type of leukemic, the child is
hospitalized immediately and given treatment to induce remission. The time
required for this varies, but he may be hospitalized for 1 to 4 weeks. After
remission has been achieved, the child is released from the hospital and
treated in the outpatient clinic for a few more weeks to consolidate the
remission. Once that process has been completed, the child must return to the
clinic regularly for treatment aimed at maintaining the remission. These
treatments vary according to individual protocols but usually require the child
to atttend the clinic either one day per week or one full week evcry 5 weeks.
Maintenance therapy usually continues for 2-1/2 to 3 years. This means that
the child misses 20% of the school year for 3 years at a minimum, if the
chemotherapy causes nausea, etc., he may miss more. If there is a relapse, the
process starts again, and intensive treatment is reinstituted in an effort to
bring about another remission.

A study by Meadows (1984) showed that 11 of 18, or 63%, children with cancer
demonstrated a decrement of JO or more points in their full scale IQ scores
between the initial test following remission and the test administered at least
3 years later. The children who showed the greatest decline were between 2 and
5 years at diagnosis. Se veral areas of neuropsychological functioning were
especially noted to be affected by the treatment. In addition to general
memory, this included visual-motor integration, psychomotor problem solving,
memory for auditory sequencing, and abstract reasoning ability (Levine, 1984).

In some cases, a child's disease or its treatment can affect the central
nervous system and reduce perceptual-motor, sensory, reasoning, and
intellectual activities. In the case of brain tumors, such effects (an be
severe (Bamford, 1976; Morris, 177). Recent studies of children receiving
irradiation of the central nervous system also point to a possible negative
effect on intellectual functioning (Eiser, 1978; Elliot, 1977; Pavlovsky,
1983). And a study of the effects of chemotherapy on the central nervous
system indicates that it too may adversely affect intellectual functioning
(Meadows & Evans, 1976; Robinson, et al, 1984).

Children, even very young ones, are astute and !mow when they are having
difficulties learning. Unfortunately, the adults in the child's euvirment
may attribute the learning difficulty to the child's emotional response to h:s
illness.

The effects of cancer and particularly of the treatment may make a ci.ild look
and feel different ac a time when he or she has a strong need tc -onform.

Chemotherapy or radiation treatments cause hair loss and noticable eight
fluctuation, or the patient may lose a limb through amputation. Changes in



appearance, stamina, coordination, and sense of well-being require physical and
emotional adjustment and threaten the child's developing self-image and ability
to compete succ,.ssfully with classmates.

Depressed and disheartened by the illness, some parents do not recognize their
child's potential and have low expectat4ons of his ability to achieve.
Children sense this lack of faith in their future and respond to these messages
with feelings of helplessness, discouragement, and sometimes rage.

Behavior problems arise in most chronically ill children. Parents are
naturally sorry for the sick child and hate to deny him anything. Children

soon learn to take advantage of this. A survey of parents found that 2/3 of
the respondents thought they had discipline problems (Lawrence, 1978).

Parents may blame themselves for the child's ill ss, feeling they have, in

some way, neglected him. In order to make up for this fancied neglect, they
become over-conscientious and over-strict with the child. Over-protection
interferes with the development of normal assertiveness and independence. It

may result in dangerous rebellious behaviors, or passive depend 'oy and
excessiv, reliance on others. The child may be continuously angry at the
unjust fate which sirgles him out as a victim of this disease. Not realizing
what makes him angry, he may vent his hostile feeling on the most convenient

object often a bewildered and long-suffering parent. One parent summed it
up, "A sick child can be very mean. It is no coincidence that the sign of

Cancer is the crab." However heartless it may seem to scold a pale little kid
with no hair, the parent must learn that it is more heartless to make it appear
to him as it will if he is over-indulged - that his parents have given up on
him,

Although most parents approve of sending their child to school after remission,
they may do so reluctantly. The child is now perceived as vulnerable; they
fear he will not be protected at school and, without their constant
surveillance, may once again become acutelly ill (Rose, 1982). This concern
may be realistic, for at times there may be a risk of becoming infected by
classmates. Whenever a child with cancer runs a fever, he must be
hospitalized. For parents who believe the child will die soon, school may seem
an unnecessary burden. Whatever the reason, the parent's reluctance to send
the child to school often comes from their own feelings of guilt or fear of
losing the child. In severe cases, the child'- and parents' fears may combine
to produce school phobia, characterized by a refusal to attend school, fear of
separation from the mother, and somatic complaints.

School presents its own difficulties. Incredible As it may seem, many teachers
isolate children because they are afraid that cancer is contagious. Sometimes

they fear that the child will keel over and die in the class.

The teacher shares responsibility for the child's care, but a teacher is
neither trained nor emotionally prepared to face serious illness in the
classroom. It should be remembered that while health care professionals deal
with children with cancer and chronic illness on an ongoing basis, teachers
rarely come in contact with such students. Parents are the primary source of
information for the teacher, with the medical center and local physicians
supplying information less than 5% of the time.
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The teacher also carries her own emotional baggage when it comes to dealing
with cancer. She has some family member or close friend who was affected and
chances are knows of several people who have died from cancer. When the doctor
tells the parent that their child has a 60% chance of survival, they only
"hear" a 40% chance of death. The parent then transmits this information to
the school.

Teachers are parents too. Just as it is difficult for c parent to discipline A
sick child, it is equally difficult frr a teacher. Typically, a teacher will
not only ease up on discipline but will not require the child to complete all
of his assignments. Although the effects of chemotherapy and irradiation may
affect the child's learning abilities, this is not the biggest problem he must
overcome. The child maintains good grades during his treatment phase but later
his grades begin to drop. While under treatment, the teacher does not require
the chid to complete assignments missed while at the clinic or in the
hospital. She lowers her expectations of the child relative to his peers and
inflates his grades. When the child is "cured" and off treatment he is
suddenly forced to compete with his classmates but he is lacking the basi_c
skills and cannot keep pace.

A large number of children with cancer are diagnosed under the age of five.
Most parents choose not to send these youngsters to preschool and, therefore,
when they start kindergarten or first grade they are often described by their
teachers as "environmentally deprived". Due to the immaturity of their brains
at the time of the initial diagnosis and treatment, these are also the children
most susceptible to potential learning problems at the completion of treatment.

The pediatric cancer patients' successful reentry into school is achieved when
the family, school and treatment center work together. Medical information
transmitted to the school must be childspec4fic and education related.
Teaeaers and other personnel should be given information relating to cancer and
the child's condition, including ally limitations imposed by the disease or
treatment; upcoming clinic visits, and possible reactions to treatment; side
effects and possible complications of the protocol; and infectious diseases
that would be dangerous to the child. The teacher should ask the parent for
permission to contact the treatment team directly.

The parent or treatment team should be notified immediately if the school
notices any of the following:

1. Temperature of 101 degrees Fahrenheit or above.

2. Close exposure to Chicken Pox as this can be lifethreatening to a child
receiving chemotherapy. special vaccine can be admini:Aered within
96 hours of exposure.

3. Excessive tiredness or inactivity.

4. Paleness in face, may be especially noted in the lips ,Jr inside of the
lower eyelid.

5. Nosebleed that will not stop with pressure.

6. Excessive bruising.



All of the problems listed above may happen, but do not be waiting for them.
They are only indicators of potential problems.

There are many ways in which the school can facilitate the patient/students
reentry to school. To achieve as "normal" an experience as possible and
aleviate the potential of school phobia, the child should attend the regular
classroom as soon and whenever possible. Intermittent homebound or dual
homebound staffing allows the child to be both in the classroom and to receive
extra support for th' time he is out. Arrange for the child to have a second
set of books at home. When the child knows his clinic visitation schedule,
assign him the necessary work to complete while he is out. This way when he
returns to school he will be "in step" with his classmates and not always
trying to play catch up. Hang pick an appropriate teacher. Because the
disease and its treatment may have affected intellectual development, the child
should be assessed continuously for any learning difficuties or behavioral
problems.

It should also be remembered that siblings are also affected. They often must
struggle with feelilngl of fear, anger, jealousy, concerns over their own
health, or even guilt because they are healthy. They may also be the target of
the cancer child's anger and frustration. These feelings can be translated
ini:o the '-lassroom by behavioral changes, failure to hand in homework and
assignments, withdrawal, or a drop in grader. At times they may miss school
out of anxiety or a need to help at home. They should be able to share their
concerns with a counselor end by assured that their feelings are normal.

The need for school intervention must be a dynamic, ongoing process. Teachers
change annually. The medical status of the patient/student changes - some
complete treatment, others relapse, and some dev,Thp residual problems which
affect ac ademic performance even long after treatment stops. The classroom
teacher cannot relate to the various drugs such as Prednisone, Vincristine or
Adriamycin. However, by establishing good communication with the parents and
the treatment teams, she can learn what the various side effects are and the
implications for education. The importance of early success in school
performance cannot be overemphasized. It provides the fouridation for later
academic and occupational success.
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